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Being a grandparent is an important and valued role for many older adults, who often have strong views 
about the type of grandparent they will be and what they will teach their grandchild. When their 
grandchild has a disability, grandparents may have to significantly adjust their expectations and 
interactions. This research explores if and how having a grandchild with a disability influences 
grandparents’ sense of identity and enactment of the grandparent role. Using qualitative purposive 
sampling, semi-structured interviews were conducted with 22 grandparents of children with an 
intellectual and/or physical disability residing in Brisbane, Australia. A thematic analysis identified three 
key themes characterising grandparent’s views: formation of grandparenting identity, styles of 
grandparenting, and role enactment. The results highlight the critical role of grandparents when a child 
has a disability, illustrating that the grandparenting experience and role enactment may be universal 
with only the context and delivery varying.  
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Throughout history, from our tribal ancestors to the modern day ‘baby boomers’, the birth of child has 
the potential to create a grandparent and form family relationships within and across generations. 
Becoming a grandparent is an expected and eagerly anticipated ‘rite of passage’ for many older adults, 
who with increased longevity may now be grandparents for approximately a third of their lifespan (Drew 
et al., 1998). To date, however, our knowledge about grandparent’s expectations, interactions and the 
roles they actually play in the lives of their families is limited. Despite a growing body of research 
exploring grandparent’s experiences raising grandchildren (Downie et al., 2010; Dunne & Kettler, 2008; 
Rodgers-Farmer, 1999), grandparenting from a geographic distance (Banks, 2009), use of online 
communication (Harwood, 2004) and maintaining closeness after parental divorce and remarriage 
(Lussier et al., 2002), relatively little is known about grandparent identity and the enactment of the 
grandparenting role – especially when the child has a disability. Thus, this research explores the 
experience of disability, from a grandparent’s perspective.  
 
The Role of Grandparents  
Rapid societal changes in the form and function of the family, specifically increased numbers of 
divorced, single parent and ‘blended’ families in westernised cultures, means that contemporary 
grandparents often play a critical role in maintaining family life and functioning – they frequently provide 
practical instrumental (e.g., childcare, finances) and emotional support to their children and 
grandchildren, facilitating intra-family communication and connections (Tomlin, 1998). The grandparent-
grandchild relationship is unique, with many grandparents valuing the opportunity to rectify past 
parenting mistakes, teach the next generation, and simply take pride in and enjoy their grandchildren 
(Harwood & Lin, 2000). Silverstein, Giarruso and Bengston (1998) suggest that the increased  
availability of grandparents and great grandparents in the 21st century will provide additional 
opportunities for multigenerational support,strengthening relationships within families rather than 
diminishing them.   At the same time, however, older adults may have feelings of anxiety, ambivalence 
and apprehension about the grandparent role and how best to be supportive without being ‘interfering’ 
(Drew et al., 1998; Mason, May, & Clarke, 2007).The grandparent relationship is not universally 
"special" and can vary both across and within families, as a function of unique social, historical, familial, 
and individual circumstances (Kemp, 2007). Whilst typically enjoying the grandparenting role, older 
adults also often view this later life stage as an opportunity to achieve personal life and retirement 
dreams they may have postponed due to family and work commitments (Tepper & Cassidy, 2004).  
 
When a child is born with or acquires a disability, however, grandparents are frequently an important 
source of support to their family through this unexpected, emotionally-charged and stressful situation. In 
Australia, one in eight families have at least one child with an intellectual or developmental disability 
living at home, with intellectual (59%) and sensory/speech (53%) disabilities the most common 
(Australian Bureau of Statistics [ABS], 2008). To date, research has predominantly focussed on the 
experience of mothers, typically the primary caregivers, with much less known about the role and 
experience of other key members in the family, such as grandparents (e.g., Margetts et al, 2006). This 
is despite the fact that 10% of Australian primary carers report that the child’s grandparents provide 
significant assistance and share in the caring responsibilities (ABS, 2008). As well as offering practical 
instrumental support to the family, mother’s often report that grandparents provide emotional support in 
terms of being a confidant and giving advice (Heller, Hsieh &  Rowitz, 2000). 
 
To date, only a handful of studies have directly explored grandparent’s perspectives on their experience 
and role when their grandchild has a disability. Over a decade ago, Gardner, Scherman, Mobley, Brown 
and Schutter (1994) explicitly interviewed 32 American grandparents about their roles and relationships 
with their grandchild who has spina bifida. They found that grandparents engaged in grandchild 
oriented roles (e.g., play, social and ceremonial activities) about twice as often as parent oriented roles 
(e.g., baby-sitting, transport to medical appointments, provide financial assistance, perform medical and 
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therapeutic interventions). The majority reported interactive communication, although a third reported 
experiencing one-way communication with little verbal response from their grandchild. Approximately 
half believed the experience of disability had not changed their relationship with their grandchild, but 
described two key changes: having to lower their expectations about ‘the depth and type of relationship 
possible with their grandchild’ and that the reality of disability restricted the nature of the relationship, 
due to wheelchair inaccessibility and limited grandchild self-care skills. Interestingly, although most said 
there was no change or impact on their relationship with their other ‘typically-developing’ grandchildren, 
a few felt that the extra needs of their grandchild with a disability conflicted with their desire to treat all 
their grandchildren equally and had negatively impacted on that relationship.  
 
There can be little doubt that grandparents are an important support for parents and play a significant 
role in their grandchild’s life. For example, Nybo, Scherman and Freeman (1998) explored 
grandparents' role in the family when a child is deaf, exploring six family systems in North Dakota from 
the perspective of each of three generations (grandchild, parent, grandparent). They found that 
although pre-existing family dynamics and circumstances – such as geographic distance and limited 
finances - impacted on the nature of relationships, there appeared to be a strong unspoken 
understanding that grandparents ‘help out’ at times of stress. More recently, Margetts, Couteur and 
Croom (2006) interviewed six British grandparents of children with autism and identified three key 
themes to explain the experience:  the parental bond (caring for adult child and grandchild), striving for 
answers (struggling with diagnosis) and keeping intact (worrying and feeling responsible for wider 
family). In Australia, Woodbridge, Buys and Miller (2009) documented how 22 grandparents of children 
with a wide range of disabilities conceptualised the experience as ‘an emotional rollercoaster’, but 
reported significant pride in how well their family was adjusting to  the challenges of the situation. Whilst 
this small body of research provides invaluable insight into how grandparents support their families 
through a time of crisis, our knowledge about how the experience of disability might affect 
grandparent’s sense of identity and enactment of their grandparent role remains limited.    
 
Theoretical Models: Grandparenting styles and identity  
Unfortunately, few studies have explored the experience, meaning or interactions of grandparents with 
their ‘typically-developing’ grandchildren, let alone their role in the lives of grandchildren with a disability 
(e.g., Reitzes & Mutran, 2004). However, two prominent theories help explain the experience of 
grandparenting: styles (Neugarten & Weinstein, 1964) and identity (Kornhaber, 1996). Several decades 
ago, through interviews with 70 sets of grandparents about their interactions with pre-teen 
grandchildren, Neugarten and Weinstein (1964) developed their classic typology of five grandparenting 
styles: formal, fun-loving, distant, reservoirs of family wisdom and surrogate parents: ‘formal’  
emphasises respecting boundaries and the role of parents, ‘distant’ means involvement only on 
ceremonial and special days (e.g., Christmas, birthdays), ‘fun-seeker’ avoids authority and focuses on 
friendship, ‘reservoir of family wisdom’ is being family historian and passing on family wisdom, whilst 
‘surrogate parent’ means attending to the needs of the grandchild when the parent/s are unable to. 
Variations and modifications of Neugarten and Weinstein’s (1964) five styles are frequently used to 
describe different grand-parenting styles today, with an acknowledgement that grandparents in reality 
may adopt a composite style (Westheimer & Kaplan, 1998). For example, Weibel–Orlando (1990) 
described how grandparents adopt certain styles in the roles they fulfill within their families, which 
change depending on the circumstances for themselves and their grandchildren. Labelling the styles 
differently (‘distanced’, ‘ceremonial’, ‘custodial’, ‘fictive’ & ‘cultural conservator’), she explained that 
grandparents adopt these roles based on their own experiences of grandparenting and their desire to 
have control in the development of inter-generational relationships with their own grandchildren.  
More recently, in a three year longitudinal study of 300 grandparents and grandchildren, Kornhaber 
(1996) built on these roles to develop several theories explaining grandparenting: Grandparent Drive, 
Latent Grandparent Identity (LGI) and Functional Grandparent Identity (FGI). Grandparenting Drive 
4 
 
(GD) is what ‘drives’ some grandparents to establish and keep relationships with grandchildren, whilst 
others remain distant – both emotionally and physically. Kornhaber (1996, p64) described GD in terms 
of a “primary biologically rooted drive” that explains why grandparents feel so compelled to nurture and 
attend to the emotional and physical needs of their grandchild.  LGI, which develops throughout a 
person’s life, is best conceptualised as an individual’s ‘theoretical’ expectations and beliefs about the 
grandparenting role, whilst FGI is the actual styles and behaviours adopted by the grandparent 
following the birth of the grandchild. LGI develops throughout a person’s life and is influenced by their 
own experiences as a grandchild, both positive and negative, their personality and their perceptions 
and views of the world. For example, as a child there may be recollections of having fun and enjoyment 
with a grandparent or perhaps the opposite – memories of a stern, gruff individual that they vow never 
to be like. FGI  can be observed by reviewing the roles and responsibilities performed by grandparents 
within their families – for example, grandparents enacting a “fun seeking role”  will engage in fun 
activities who their grandchildren  (e.g., playing sports, going on picnics, visiting amusement  parks),  
whilst those enacting the reservoir of family wisdom’ role may ensure family traditions continue, such as 
the way birthdays and Christmas are celebrated (Falk & Falk, 2002; Kornhaber, 1996: Westheimer & 
Kaplan, 1998). FGI can look different within and between families due to differences in family 
relationships, experiences and circumstances; for example, after a divorce, grandparents may by 
necessity take on a ‘surrogate parent’ role whereas prior to the separation they may have been more of 
a ‘fun-seeking’ grandparent (Szinovacz, 1998).  
Precisely if and how the birth of a child with a disability might affect grandparent identity or styles of 
grandparenting is unclear. The reality is that the majority of the current generation of grandparents 
would have limited experience with disability - when they were growing up children with disabilities were 
stigmatised and not visible or seen in public, removed from their families to spend their lives in 
institutions (Turnbull & Turnbull, 1990). Although societal attitudes to disability have evolved over time 
and changed significantly during the lifetime of today’s grandparents, many have not considered - and 
are perhaps very unprepared for - the possibility and experience of caring for a child with a disability 
(Seligman & Darling, 1997). Thus, this article focuses on enhancing our understanding of their 
experience being the grandparent of a child with a disability and has two key aims. Firstly, using 
Neugarten and Weinstein’s (1964) classic grandparenting styles as an initial basis for comparison, it will 
explore how grandparents interact with their grandchildren – focussing on their interactions with both 
‘typically developing’ grandchildren and the grandchild with a disability. Secondly, using Kornhaber 
(1996) notions of LGI and FGI, it will explore how the experience might influence the development and 





In total, 22 grandparents (5 men, 17 women) whose grandchild had a disability were interviewed - 18 
grandparents had one grandchild with a disability and four grandparents had two grandchildren with a 
disability. All lived within 30 kilometers of their families, near Brisbane, the capital city of Queensland in 
Australia (3 in rural areas, 6 in coastal communities and 13 in urban areas). Grandparents ranged in 
age from 55 to 75 years, with approximately half aged between 55 and 65 years (n=12) and six aged 
71-75 years.  All grandparents were maternal grandparents, the majority were married (2 were 
widowed) and one grandmother was not the biological grandmother.  The majority were now retired 
(only three still in the workforce) and many (16) reported significant prior experience of working with 
children with disability in their pre-retirement occupations as teachers/teachers aides (10), registered 
nurses (4), and aged/disability support workers (2). All self-identified as being of Anglo-Saxon origin 
and having either a secondary or tertiary level education. The financial circumstances of the 
grandparents appeared to be quite varied with the majority either self funded retirees (10) or in receipt 
of government funded aged pensions (9). All identified that despite their socioeconomic situation, they 
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experienced significant pressures in responding to the unexpected costs associated with having a 
grandchild with a disability. 
 
At the time of interview in 2007, the grandchildren were all under 17 years of age (ranging from 2 to 14) 
and the most common disabling conditions (self-reported by grandparents) were cerebral palsy (n=2), 
Down syndrome (n=3), autism/aspergers syndrome (n=4). Other conditions included ADHD, agenesis 
of the corpus callosum, DeGeorges syndrome, lissencephaly, Rhetts syndrome, selective mutism, 
spina bifida, trychorhina thalanygl and ulcerative colitius (see Woodbridge et al., 2009, for further 
details). Whilst the severity and cause of disability differed, grandparent described the nature and 
impact of the disability to be moderate to severe. For the majority, the child with a disability was male 
and all were already grandparents of at least two other grandchild without a disability (number of 
grandchildren ranged from 3 to  to 18, with most having at least 5 grandchildren). 
 
Procedure  
After receiving ethical approval, participants were recruited via purposive sampling and the placement 
of articles in the newsletters of older people’s organisations in Queensland, Australia. Interested 
participants contacted the researcher, who followed standard good practice ethical and interview 
protocols to obtain informed consent for the interviewsOn 3 occasions, the grandfather and the 
grandmother were interviewed jointly. Semi-structured interviews, lasting 60 to 90 minutes in duration, 
were conducted in participant’s homes and covered the following key areas: expectations and 
experiences of grandparenting role, recall of their experiences at time of diagnosis, and their 
relationship and activities with all their grandchildren, both with and without disabilities. Interviews were 
recorded and later transcribed, with this article focusing on grandparent roles and identity. 
 
Analysis  
After transcription, responses were managed and analysed with NVivo 7. Data were analysed using 
thematic analysis, a method for searching, identifying and categorising key categories, themes and 
patterns within data. An iterative process was utilised to construct a clear picture of the grandparent’s 
world, with transcripts read and reread to conceptualise and categorise the data into meaningful 
categories and themes (Liamputtong & Ezzy, 2005). The data was examined specifically for 
descriptions of the grandparent’s expectations, roles and interactions, specifically if, where and how 
they might form and enact their latent and functional grandparenting identity (Kornhaber, 1996). As a  
second aim was to explore the validity of Neugarten and Weinstein’s (1964) five grandparenting styles 
(formal, fun-loving, distant, reservoirs of family wisdom and surrogate parents), the data was searched 
explicitly for interactions and descriptions that matched – or mismatched – these classic styles. This 
analysis and typology was guided by existing theories, with other research exploring emergent themes 
(Woodbridge et al., 2009).To ensure qualitative credibility and rigor, there was peer and participant 
validation - all authors separately engaged in the analysis process (with consensus on themes and 
categories reached through discussion) and follow up interviews were conducted to seek further 
clarification and validation of key themes.  
 
Results  
Grandparents openly discussed their expectations, perceptions and experiences of grandparenting, 
describing how the experience of disability had affected their grandparenting role and self-identity. 
Three central themes were identified from the data: formation of grandparenting identity, styles of 
grandparenting, and role enactment - interactions with typically-developing and disabled grandchildren. 
Although these themes cover inter-connected issues and frequently overlap, for clarity, they are 




Theme 1: Formation of grandparenting identity  
Subconscious development of latent grandparenting identity  
Whilst grandparents did not readily identify with the notion that their grandparenting had been 
influenced by past relationships and experiences, all eventually described an individual or an 
experience that had in fact stayed with them, often at a subconscious level, providing a clear template 
for the way they would or would not enact their grandparent role. One grandmother described how her 
expectations had been influenced by her own experiences as a child with grandparents who were 
somewhat aloof and distanced, whilst another remembered fondly her ‘Dad’s Mum’ teaching her to 
crochet, knit and sew and commented how she ‘absolutely adored her and always envisioned being 
that sort of grandmother” (#2 – F, 61years, 5yr old GS with mild cerebral palsy). Many also held a 
somewhat idealised view of grandparenting, with one describing her vision “of the idealised 
grandmother, you know with a soft knee and a lolly jar, those sort of things, I’ve always probably 
wanted to be a friend for them and to be there“ (#2 – F, 61years, 5yr old GS with mild cerebral palsy). 
Grandparent’s vision of retirement also often involved travelling or moving to their retirement dream 
location, and thus adopting a more ‘distanced’ role in terms of grand-parenting their grandchildren. 
 
Enactment of functional grandparenting identity  
This latent, idealised version of grandparenting was challenged and altered by the experience of 
grandparenting a child with a disability. Grandparents had to re-conceptualise their expectations 
regarding the degree of involvement they would have and their interactions – most felt that their 
functional grandparenting identity (i.e., what they actually did as a grandparent) was generally 
consistent with their expectations, but heightened to an extreme degree due to the unusual demands of 
the situation. After processing their own shock and disbelief about the diagnosis, grandparents 
described how they saw their main role ‘to be there’ to support their child and grandchild – to be 
positive and to help anyway they could.  
Well, it was sort of like there was a death in the family, really, because you sort of expect to 
have naturally good children. At first it was hard to accept, you know, to believe that it had 
happened to us… but once you accept it you’re there for your daughter, you’re there for your 
grandson (#2 - F, 61years, GC mild cerebral palsy)  
 
Integrating ‘disability’ into self and grandparenting identity  
Grandparents worked hard to make meaning of the experience and to understand ‘why’ this had 
happened to them and their family. They had a strong sense of responsibility and obligation towards 
their families, explaining how although they had not planned or expected this, they voluntarily changed 
their own personal life plans (e.g., postponing travel and retirement) and made significant life decisions 
(e.g., reduced work hours, turned down career opportunities, relocated) so as to be closer and more 
able to support their children. Although some believed disability had not dramatically altered their 
grandparenting role, describing how “well me personally, it hasn’t sort of affected our lives, like as 
grandparents” (#4  F, late sixties 2 GD  with cerebral palsy), all took significant pride in how well their 
family was managing the situation and in their own role as a key support person, which had become an 
integral part of their grandparenting identity.  
I can’t afford to say, well I’m sorry you’ve got all these problems, I’m going to walk away and 
retire. [But] I know quite a few people that don’t want to be bothered.  They want now to live 
their own lives without encumbrances with children…I feel that once you accept that you’ve got 
a child or a grandchild with a disability, then your whole concept of what lies ahead of you 
completely changes because you know then that your life isn’t going to pan out the way you 
thought it would because there is this so much extra responsibility involved, because they need 
you (#5, F, early sixties, 3 year old GS with autism) 
Notably, approximately three-quarters of these grandparents (16) had had significant prior experience 
of working with children with disability in their pre-retirement occupations as teachers/teachers aides 
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(10), registered nurses (4), and aged/disability support workers (2). This professional identity and 
knowledge enhanced grandparent’s ability to cope with the situation and support their families, allowing 
them to function as a professional, sharing knowledge, skills and information that would not have been 
normally available to families who had a child with a disability. It gave them the skills to make early 
disability diagnoses, reassure family members about medical procedures and processes, and more 
better manage the reality of disability – for example, one grandmother who was a special education 
teacher described how she was the first to suspect something was wrong and because she understood 
he did not cope well with change, she always babysat her grandchild with Autism at his home rather 
than her own. In addition, several grandparents also explained how the experience of disability had 
changed their own behaviours and attitudes, making them less impatient and more tolerant; for 
example, as one explained: “I was inclined to be very impatient and I gradually learnt that you can’t be 
like that… really I did change my outlook and my point of view an awful lot seeing these two, how they 
were” (#9, F 64 years,  two GS 10 and 11 years of age, both with Autism ).  
 
Theme 2: Styles of grandparenting  
When exploring the styles of grandparenting using Neugarten and Weintsteins (1964) typography as an 
initial conceptual guide, it was clear that these grandparents primarily adopted a mix of three styles in 
the roles they played in their families and with the child with disability: surrogate parent, fun seeking 
and reservoirs of family wisdom, with no evidence of grandparents enacting ‘formal’ or ‘distant’ styles, 
or any other unique grandparenting styles not captured by Neugarten and Weintstein’s original 
framework.  Critically, grandparents utilised the same style of grandparenting with their grandchild with 
a disability as they did with their typically developing grandchildren – although the nature, type and 
degree of interaction did differ depending on disability (see Theme 3). Thus, although not using this 
terminology in their descriptions, grandparent’s roles and activities with their grandchild with a disability 
could be clearly classified into three of Neugarten and Weintstein’s five styles of grandparenting – 
which they all adopted, at different times and with different frequencies, with all their grandchildren.  
 
The ‘surrogate parent’ grandparent style  
Grandparents frequently undertook surrogate parent roles, fulfilling important instrumental support roles 
within their families. They supported their family through their actions, which included babysitting, 
childcare, taking grandchildren on holidays and paying for books, school fees and specialist medical 
assistance. For example, grandparents described how they would do small errands and take the child 
or accompany the mother (when husbands could not get time of work) to appointments with doctors 
and specialists.   
I think they were working, so we had to take to the neurologists and the ear, nose and throat 
specialists (#13 – F, 74years, 11 year old GD with Rhetts syndrome) 
 
You don’t realise how many people have children with these disabilities and the struggles that 
they go through. I realise how much she has to run him around everywhere for the certain 
things.  She is on the go constantly, which is why we help her with the housework and things 
like that.  I have to take [child with disability] here, I have to take him there, I have to take him to 
[location] for his other therapy and things like that. It is fairly constant (#5 - F, early sixties, 3 
year old GS with autism) 
 
To provide this support, however, grandparents were often sacrificing retirement dreams of travel and 
many were taking on more than they could actually cope with. One grandmother described the 
difficulties associated with caring for her grandchildren for extended times (she has them for a week a 
year to give the parents a break), whilst another described the challenges of always following the 
parent’s rules.  
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The workload, yes it is heavy. That’s how I wonder how they cope fifty-one weeks of the year.  
We only have them for a week at a time. It’s not easy. People say ‘oh you’re glad to have 
them?’ and I say no.. [but] there’s nobody really that will take them to care for them for too long.  
They’ll go to [respite organisation] for a day, for a few hours and there’s a friend who will take 
them for a few hours but to have them constantly day and night…it is draining (#4 – F, 70yrs, 2 
GD – 10yrs and 16yrs- with cerebral palsy)  
 
I think he needs to be up at our level [rather than on the floor] and I find it frustrating that 
[mother] always leaves him on the floor and I don’t think that’s good for the child and that 
frustrates me, but you know, I’m learning to hold my tongue… to be a lot more subtle (#2 - F, 
61years, 5yr old GS with mild cerebral palsy) 
Grandparents viewed their ‘surrogate parent’ role as essential for maintaining the wellbeing and 
functioning of the family, describing how their actions allowed the primary carer (usually their daughters 
or daughter in laws) to have some critical time for themselves: “I think, you know, that it is important for 
her to still have a life, to not feel trapped by the child’s situation” (#19 – F, sixties, 5yr old GS with 
severe spina bifida).  
 
The ‘fun-seeking’ grandparent style 
Grandparents embraced the ‘fun-seeking’ role, often striving to provide a more relaxed and enjoyable 
intergenerational interactions than they experienced themselves. They frequently described the fun 
they had with their grandchild with a disability: ”I kneel down or lie down and tumble with them” (#14, F, 
56years, 21 months old GS with Down Syndrome), “we take them out the back and let them hit ball and 
try to play games with them” (#9, 64years, M, 11 year old GS with Aspergers Syndrome and 10 year old 
GS with trychorhina thalanygl), and “exposing them to more adventures. I take them on the train, I take 
them on the bus” (#7, F, fifties, teenage GS with severe ADHD and 4 year old GS with selective 
mutism).  However, the experience of having a grandchild with a disability meant that grandparents 
often had to reconstruct their idealised grand-parenting identity and adjust their expectations about how 
this role was enacted. For example, the grandmother who had wanted to teach her granddaughter to 
knit and crochet described how she was not going to be able to teach her to do those sort of things; 
instead, she volunteered to share her scrap-booking skills with both her grandchild and her classmates 
at the special school she attended. Unfortunately, enacting this desired fun-seeking style was 
sometimes extremely difficult due to the nature of their grandchild’s disability and the reactions of the 
general public when grandparents tried to do fun activities with their grandchildren.  
Particularly now when he is so big, because he is bigger than me and you’re still giving him 
care that you would for a younger child and people sort of look at you as much to say…what is 
going on? I took him to the movies on Monday for a special treat because it is his birthday… 
people look and going to the toilet by himself, that has always been one of my worries. And you 
see people moving away from you because of it (#11  F, sixties, 14 year old GS with agenious 
of the corpus collosuim)  
 
The ‘reservoirs of family wisdom’ grandparenting style 
Grandparents often saw their role as a conduit to other members of the family, both past and present, 
fulfilling an educational "kinkeeping" activity, role and style. We have widely interpreted this style as 
family connections, and it was the least evident in the dataGrandparents worked to expand the 
knowledge and experience of the child, which resulted in them feeling much more comfortable in the 
presence of other family members and in situations that were new to them; grandparents described the 
importance of maintaining wider family bonds, recalling how they would take their grandchildren to visit 
family, to the country and to go camping. Unfortunately, maintaining these family bonds was sometimes 
challenging, as wider family members struggled to cope with and accept the reality of disability.  
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We have taken them to different areas, you know to widen their feel of the country and the 
people and their relatives and introduce them to aunts and uncles and cousins…. the cousins 
parents don’t always want him, but we take him whether they want him or not (#18, F, 75years, 
teenage GS with severe autism).   
 
Theme 3: Role enactment - interactions with grandchildren  
Whilst grandparents spontaneously described how they loved and cared for all their grandchildren 
equally, the quality and nature of the relationship and interactions were clearly affected by the disability. 
The degree of impact depended on grandparent’s expectations and the type and extent of the child’s 
disability, with all emphasising the importance and challenge of ensuring that typically-developing 
siblings were not overlooked.  
You certainly do feel as if your being pulled in a lot of directions… you certainly do feel as if you 
want to make sure that nobody misses out just because one of them has a disability. You are 
conscious of wanting to make sure that each one gets that little bit of special attention   (#5 - F, 
early sixties, 3 year old GS with autism) 
 
Interactions with their grandchildren with a disability  
Whilst their relationship with their grandchild with a disability was not as they had anticipated, some 
grandparents strongly believed that there was no difference in how they interacted with them – they 
frequently spoke of the special place they held in their lives and hearts, with one grandparent explaining 
how you “end up learning to understand the individual who happens to have that disability” (#19 – F, 
69years, 5yr old GS with severe spina bifida).  
To me, I treat him no different to as if he was normal.  I don’t even think of him at times being 
Downs Syndrome, you know I just think he’s another grandchild, my other grandchild. I’ve sort 
of managed to teach him to do things, you know, everyday things.  I find that you’ve just got to 
keep repeating everything (#6) – F early sixties, GS 8 year old with Downs Sydrome) 
 
We see him just as a child who develops at his own rate. If you don’t have expectations, then 
you are not disappointed and you just treat him - and I think we do treat him - just as a normal 
child (#17 F late fifties, GS  21 months - Downs Syndrome) 
 
Well, obviously we would prefer that there wasn’t the disability but I suppose in terms of the 
love and affection it is a very rewarding experience. Its often these children who are very 
special… he comes and gives you a big kiss, the other grandsons are not into kissing (#11 – F, 
sixties, 14 year old GS with agenious of the corpus collosuim) 
During the interview many were brought to tears about the situation – sadness as they grieved for what 
might have been and pride when their grandchild achieved the unexpected or acknowledged the 
grandparent in some way. For grandchildren with more severe disabilities, the disability clearly limited 
grandparent-grandchild interactions and activities – at both an emotional and practical level.  
It’s not as open.  You can’t be as open… you can be as loving and caring but you can’t share a 
joke as readily as you can with a hearing child. I feel frustrated about it because it’s sad (#6 – 
F, 63years, 8 year old GS with Downs Syndrome and profound hearing problems).  
 
It is difficult, because you don’t get that in-depth relationship that you can with the others. We 
don’t have the same type of relationship.  It’s far more on the surface because you can’t have 
that interaction that you’ve got with the other children… while I can talk to him, the conversation 
doesn’t get very in-depth because you’re not going to get anything back, apart from a wave or a 





Interactions with ‘typically-developing’ grandchildren  
Grandparents were extremely conscious about the needs of their other grandchildren and did their best 
to ensure they were not overlooked – unfortunately, they felt it was often difficult to ignore the special 
attention that the grandchild with a disability required. In particular, they often felt a mixture of both 
pride and sadness when their ‘typically-developing’ grandchildren achieved ‘normal’ life milestones 
impossible for their grandchild with a disability. Grandparents described the challenges associated with 
meeting the needs of all their grandchildren when one had a disability.  
I find it difficult, because I’ve always believed in treating everyone [the same] and you can’t.  
When the twins were really little, I felt that they missed out a lot, because you had to spend so 
much time with the little one [one with disability]. It’s not quite so bad now, as they understand 
more what’s going on… [but] it does restrict you (#2 - F, 61years, GS with mild cerebral palsy))  
 
You do have a different relationship because even though you love them all, you know that 
these little ones have to have special attention and the other kids have accepted that (#5 - F, 
early sxities, 3 year old GS with autism)) 
In actuality, although grandparents adopted the same general styles of grandparenting with all 
grandchildren (surrogate parent, fun seeking and reservoirs of family wisdom), often how they enacted 
that style varied. For example, the surrogate parent activities they performed for ‘typically developing’ 
grandchildren might involve paying for and assisting with music lessons, whilst for the grandchild with a 
disability, it might mean attending medical appointments, purchasing medical equipment and assisting 
in developing ‘everyday’ skills.  
 
Grandparents also frequently described the pain of observing their young grandchildren trying – and 
failing – to interact with and engage with their sibling with a disability, as well as the difficulty they 
sometimes had in meeting parental expectations about how they should interact with all their 
grandchildren. For example, one mother would not let her typically-developing children do anything 
without their sister (who had a disability); as the grandparents could not physically care for their 
grandchild with a disability overnight, this meant none of the grandchildren could experience a ‘sleep-
over’, which was extremely painful for these grandparents to accept. 
Yes, it would be so special to take one and then another one or even the two little ones and 
that would make them feel special. And I can’t spend time with them.  I have little things I would 
like to make with them and it just really hurts, it just really hurts. I could cry over that.  Because 
they are so precious to us, those little ones, and I just to make them feel they are little people in 
their own right (#10, seventies, M – eight year old GD with severe brain damage from lack of 
oxygen at birth) 
 
So, my relationship with them [typically developing grandchildren] is they love seeing me. I go 
over there and they rush down the corridor and its just terrific. I get a big smile when I go 
over… but the trouble is that when I am giving attention to these other three, I feel that [the 
parents] are also wanting me, somehow all of us, to give attention to [grandchild with a 
disability]. But what can you do… you can sort of talk to him, but it is all artificial, you get no 
response at all. But the other children they try and get a response from him, but there is nothing 




This research highlights how the experience and enactment of grandparenting varies, evolving 
depending upon the characteristics of both the grandparent and the grandchild. Grandparents 
described an overwhelming drive to play a positive role in their family’s and grandchild’s life, obtaining 
much joy and satisfaction from the grandparent-grandchild relationship, regardless of disability. Yet, 
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although grandparents’ sense of their identity remains consistent, the presence of disability appears to 
trigger some differences in functional grandparenting identity and the ways in which grandparents enact 
their grandparenting role.  
 
From a theoretical perspective, this study suggests that a grandchild’s disability does not impede or 
significantly alter the development of grandparenting identity or styles. Yet, grandparent’s descriptions 
of their ideal (LGI) and actual (FGI) roles and interactions with all their grandchildren provide unique 
insight into the daily experience and impact of disability. Many grandparents had unacknowledged 
idealised visions and expectations of developing close relationships and doing fun activities with their 
grandchildren, and at some point, of going travelling and adopting a more distant style of 
grandparenting. Thus, their LGI was challenged by the impact of the disability. However, there was a  
unified enactment of FGI as grandparents strived to maintain the ‘fun’ interaction style they desired; at 
the same time, grandparents acknowledged that they were often providing important instrumental 
support in a ‘surrogate parent’ role and would be unable to fulfil original retirement dreams (e.g., of 
travel or relocation). Grandparents philosophically accepted this change and actually took significant 
pride in their role as a key support person, explaining how becoming a grandparent of a child with a 
disability forced them to re-evaluate their own values and priorities, as well as their grandparenting 
identity. It is important to acknowledge that these were ‘experienced’ grandparents (most had at least 
four other grandchildren) and they appeared to comfortably move amongst multiple grandparent 
identities and roles, shifting as the situation, context and their family required. Future research should 
explore relationships and roles when the grandchild with a disability is the first/only grandchild, rather 
than a subsequent grandchild.  
 
This study also suggests that Neugarten and Weinstein’s (1964) classic typography of five 
grandparenting styles remains relevant for contemporary grandparents, even when the grandchild has 
a disability. Given these grandparents active involvement in their families lives, the finding that none of 
their interaction styles could be classified as ‘formal’ or ‘distant’ is not surprising; critically, however,   
regardless of disability, grandparent’s endeavoured to enact the same styles (although the delivery 
changed) of grandparenting in all their grandparent-grandchild relationship: surrogate parent, fun-loving 
and reservoirs of family wisdom (notably, we interpreted this style to include family connections). What 
did differ was the context and nature of delivery, with grandparents providing instrumental and 
emotional support to all their grandchildren in different ways. For example, with typically-developing 
grandchildren the grandparent role and style might be enacted via paying school fees or assisting with 
homework, whereas for grandchildren with disability it might be enacted via attending specialist 
appointments, paying for mobility aids or learning alternative communication skills. Whilst grandparent’s 
clearly adapted to the unique circumstances in order to best support their families and grandchildren, it 
is important to acknowledge that some issues are unique to having a child with a disability and some 
are universal challenges all grandparents must negotiate. For example, grandparents explained the 
difficulty of following parent’s rules and caring for their grandchildren with a disability for extended 
times, yet, fulfilling these expectations is often difficult for all grandparents, regardless of disability 
(Tepper & Cassidy, 2004).Future research should explore issues that are beyond the scope of this 
article, such as family structure, proximity, grandchildren's age and needs, other grandchildren and 
grandparents relationship with the parents, whjch all combine to affect grandparenting identity, styles 
and relationships.  
 
It is important to acknowledge that, in some cases, the severity of the grandchild’s disability meant that 
it was not possible for the grandparents to be involved with the grandchild in desired activities. For 
example, one grandchild’s disability was so severe that the development of visual, communication and 
mobility skills was significantly limited. This is an important point: different forms of disability place 
different limitations and expectations on grandparents. Unfortunately, the range and diversity of 
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children’s disabilities represented in this research meant it was impossible to fully explore if and how 
the extent and nature of the disability (e.g., visible physical disability compared to less visible 
disabilities) might alter grandparent’s beliefs and activities, but this is an interesting focus for future 
research. In this research, grandparents appeared to feel and interact in the same manner with their 
grandchildren, regardless of whether it was an physical or an intellectual disability – it was only in a 
handful of cases, where the nature of the disability was so severe (e.g., Lesonchephaly ) and the child 
could not respond at all that there was a sense from grandparents of limited interactions and frustration. 
Future research should explore if and how the nature of the child’s disability might impact on family, 
specifically grandparent adaptation, interactions and physical, psychological and social functioning.  
 
These findings are consistent with the small body of existing research (e.g., Gardner et al., 2004; 
Margetts et al., 2006) and highlights how fulfilling the needs of all family members, including parents, 
grandchildren with a disability and typically developing grandchildren, was a complex and at times tiring 
balancing act for grandparents. Grandparents worked to develop a significant relationship with all their 
grandchildren, even when the grandchild’s disabilities were so severe they limited communication and 
personal connections. They actively monitored the impact on typically developing grandchildren, caring 
for them when parents were pre-occupied with the needs of the child with the disability and doing their 
best to ensure they were not ‘over-looked in the family’. At a practical level, therefore, grandparents 
often put aside individual ambitions and plans to play a significant role in maintaining family functioning.  
Thus, it is essential that any support programs or interventions include grandparents, help them define 
their role and give them the skills to communicate and interact with their grandchild with a disability.  
 
Limitations & Conclusion 
Despite providing important insight into grandparenting identity when a child has a disability, several 
limitations constrain generalisability and should be considered when interpreting the results. First, the 
sample is relatively small and exploratory, limited to the experience of Australian grandparents only. 
Second, grandchildren had a diverse range of mild to severe intellectual, sensory and physical 
disabilities. Third, the purposive sampling and self-nomination methodology may have over-represented 
grandparents either experiencing extreme stress or functioning well. The fact that many (nearly three-
quarters) of these grandparents reported significant professional experience of disability is unusual, and 
this experience  may have provided them with a stronger basis to engage with the grandchild on a 
range of levels and made it easier for them to maintain a consistent grandparenting identity and style. 
Notably, however, there were no obvious variations in the attitudes and experiences of grandparents 
with or without past experiences of disability, although future research should utilise random recruitment 
to investigate the experience and role of grandparents who have limited or no experience of disability, 
as well as documenting the perspectives of other family members (e.g., parents, siblings and 
grandchildren). Finally, although gender and differences in material resources, educational level or 
social class did not appear to influence the nature of the grandparenting role in our study, future 
research should explore the role and impact of such socio-cultural differences.  
 
In conclusion, this research highlights the importance of the grandparent-grandchild relationship and 
the critical role of grandparents when a child has a disability. As the first study to explicitly explore how 
disability might impact on grandparenting identity and styles, it suggests that the grandparenting 
experience and role enactment may be universal with only the context and delivery varying. Given 
predictions that older adults may be grandparents for a third of their lifespan, our hope is that future 
research will explore the role of grandparents in the lives of families, strategies to enhance the lived 
experience of the intergenerational grandparent-grandchild relationship, both with and without the 
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